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People with intellectual disabilities (ID) generally die earlier than those without ID 
(Public Health England, 2014).  Health care improvements however, mean that individuals 
with ID, and in particular, those with mild ID and Down syndrome are now living closer to 
the ages of those in the general population (Emerson & Hatton, 2008; Tuffrey-Wijne, 
McLaughlin, Curfs et al., 2016; World Health Organisation, 2011;).  Living longer is 
accompanied by age associated diseases such as cancer (Tuffrey-Wigne, 2015), respiratory 
disease,  and coronary heart disease   (Plichart, Barberger-Gateau, Tzourio et al., 2010; 
Winter, Echteld, & Evenhuis, 2013).  Adults with Down syndrome in particular, also have an 
increased risk of $O]KHLPHU¶VGLVHDVH at an earlier age than the general population (Stancliffe, 
Larson, Engler, Taub, Fortune, & Bershadsky, 2012) and whilst results from cross-sectional 
and longitudinal studies show variability in terms of age of onset, Ballard, Mobley, Hardy, 
Williams, DQG&RUEHWW¶VUHYLHZof epidemiological studies indicate a prevalence rate 
of 40% for those over 50 years old increasing to 50% for those over 60 years old. There is 
therefore often a period of decline which is more prolonged for people with ID than it might 
have been twenty or so years ago. Declines in physical mobility, restricted transport and 
access to social activities, as well as the death of family and friends also means that  those 
who enter this time of decline may have small social networks, and/or perceived lack of 
social support (Forrester-Jones, 2014) though hither-to there has been no research charting 
this. Mindful of social inclusion philosophy, it may be argued that understanding and meeting 
the health and social care needs of declining and terminally ill older people with ID requires 
additional specialist support (Bigby, Bowers, & Webber, 2011; Bischoff, Sudore, Miao, et al., 
2013; Janicki & Dalton, 2000);  with palliative care becoming appropriate but with new 
challenges associated with ID. Nevertheless, service provision currently appears to be 
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fragmented with little choice, (Bigby et al., 2011; Hatzidimitriadou & Milne, 2005) or 
support for individuals to make their own decisions about the type of palliative and end-of-
life care they would prefer (Kirdendall, Linton, & Farris, 2016) and many older people with 
ID who are close to the end of their lives receive non-specialist, inappropriate care by 
inadequately trained staff (Bekkema et al., 2014; Ellison & Rosielle 2008; Thompson et al., 
2004). Recognition of this has until recently however, been largely neglected in service 
provision (Mencap, 2012) and research (Wiese et al., 2012). Whilst policy and research 
around improving the quality of palliative and end-of-life care for people with ID in 
residential and nursing homes (National Health and Medical Research Council, 2005; 
NEoLC, 2010) has mirrored growing concern about the appropriateness of hospital as the 
place of death for the general population (Tuffrey-Wijne et al., 2015), little has been 
published about possible specialist care homes for people with ID who are dying.  
The aim of this research was therefore to explore the organisational context of a 
specialist palliative and end-of-life care home (i.e., to our knowledge the only one in the UK) 
to see how it related to the quality of life of people with ID who were approaching the end of 
their lives.  We also wished to identify the care costs. The objective was to gain insights into 
the particular phenomenon of a specialist service, and to assess whether it provided a positive 




The voluntary sector purpose built residence, pseudonym Leesdown House (LH), 
located in the South of England was a specialist, high dependency registered nursing home 
for older people with ID with multiple needs including dementia and terminal illnesses.  
Opened in May 2010, its mission was to ensure that each individual was valued, and enjoyed 
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a happy and lively environment whilst receiving the best possible nursing and palliative care.  
At the time of the study, the home had 15 residents (i.e., maximum capacity).  There was a 
relatively stable (i.e., in terms of staff turnover) support staff group (i.e., 25 whole time 
equivalent). Six support staff were on duty in the morning, five during the afternoon and 
evening, and a nurse with two support staff overnight. During the day, either the manager or 
the deputy manager was on duty plus a cleaner, an estate worker, and kitchen staff. LH also 
had an on-site specialist activity centre, with WKUHHµDFWLYLW\VWDII¶ZRUNLQJIURPDPWRSP
weekdays. At the time of the study, a sensory garden and vegetable plot had recently been 
planted and fund-raising for a new sensory room was underway.  The entrance hall to LH was 
designed as an informal seating area with a CD player and books, and there was also a 
lounge/dining area and a couSOHRIµVXQURRPV¶5HVLGHQWVFRXOGXVHDQ\SDUWRIWKHKRPHDW
any time. Spatially low density with a high staff ratio, LH was believed to be the first 




As common when using an instrumental single case-study design (Flick, 2008) a mixed-
methods approach was used to record different perspectives, which were then triangulated to 
reveal alternative meanings (Stake, 2003). For residents where assent from consultees was 
obtained, interviews about residents were conducted with 2 staff members (1 support worker, 
1 activity instructor) to increase data reliability and help reduce proxy bias. The interviews 
DVNHGDERXWHDFKUHVLGHQW¶VVRFLDOVXSSRUWQHWZRUNVFKRLFHDQGTXDOLW\RIOLIHFour separate 
60 minute focus groups with staff were facilitated to explore staff experiences of working at 





Using a purposive sampling strategy, consultee assent was received for 9 (7 females: 
2 males) of the 15 residents.  Consultee assent was refused for 4 individuals, 1 resident died 
and 1 arrived at LH too close to the project start for staff to provide informed opinions about 
them. No data was collected to compare participants to non-participants. The Home Manager 
(HM) and 15 of the 40 staff were randomly selected and invited to participate; 14 staff 
consented to participate.  
The mean age of the nine resident participants was 53 yrs (range 24-68; SD = 13.68). 
Their mean age on entering LH was 49 yrs. All of the participants had multiple medical 
diagnoses in addition to ID; 6 individuals also had dementia, 8 also had physical disabilities, 
and 1 also had mental health problems. All of the participants were also deemed to be either 
terminally ill and/or entering the latter/last stages of their lives, and they had lived at LH for 
between 5 and 48 months (M = 25.89; SD = 15.46) having previously lived in residential care 
homes (n = 5) or with their families (n = 3) or in supported living (n = 1). All were White 
British and single. One participant had an educational qualification and had previously been 
employed. Of the 14 staff participants, 12 were female, and all were White British. Ages 
ranged from 20 to 63yrs (M= 39.71; SD = 13.19). Five had a Health and Social Care 
Qualification, three had a higher education qualification, four had completed school/college 
and two had no qualifications. All had worked as carers for older adults with ID for at least 5 








Materials and Measures 
Quantitative measures. 
1. Resident background information interview;  
2. DEMQOL-Proxy (Smith et al., 2005): a 31 item scale to measure health related 
quality of life of residents LQFOXGLQJLQGLYLGXDO¶VIHHOLQJVPRRGPHPRU\FRQFHUQV, 
and worries/concerns they had around aspects of their everyday lives over the 
previous week.  Internal reliability analyses produced the following cronbach alpha ± 
Į DFFHSWDEOH, according to George & Mallary, 2003). 
3. The Resident Choice Scale (Hatton et al., 2004): a 26-item scale, to assess 
opportunities for self-determination in residential settings in a range of areas of life 
(e.g. where they ate, who they lived with). Internal reliability analyses produced the 
following cronbach alpha - Į  (good). 
4. Social Network Guide (SNG). This instrument was developed from a previous 
ethnography of people with mental illness (Forrester-Jones & Grant, 1997). Adapted 
from Tracy and Abell (1994), it maps the structural size, membership, density (i.e., 
the proportion of network members who are interconnected; Brugha et al., 1993, p. 
124), interactional (i.e., reciprocity, frequency, duration, and closeness) and 
supportive (i.e., companionships and decision-PDNLQJFRPSRQHQWVRILQGLYLGXDO¶V
networks. A fuller version of the SNG (Forrester-Jones et al., 2006, 2012; Bhardwaj 
et al., in press) is published elsewhere (Forrester-Jones & Broadhurst, 2007).   
The above instruments were administered by interview with key staff who knew the 
participant well.  
Qualitative methods. 
1. For the focus groups, open-ended questions were developed from previous literature 
to explore staff roles and experiences of working at LH; 
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2. Informal participant observation was carried out by one of the authors to note the 
general levels of activity in the home on a number of consecutive days by one of the 
authors. 
Costs estimation method. 
A short pre-specified topic guide was used in the interview (November 2014) with the 
HM who was closely involved with all aspects of running the home. The interview covered 
funding, staffing and other inputs, services provided on-site, and the level of off-site services 
used by residents (i.e., not individually identified) over the past year (Beecham, 1995). These 
data, combined with a commentary from the Chair of Trustees, information from publicly 
available documents (e.g., CQC Review, Charity Commission submissions, and a 
compendium of nationally-applicable unit costs) allowed the full costs of care at LH care to 
be estimated (Beecham, 2000; Curtis, 2013).  
Procedure 
Personal and/or nominated consultees were sent information sheets and asked to sign 
assent forms; agreeing that the person with ID would participate in the research if they had 
capacity to do so. Staff were also given information sheets and asked to sign a consent form 
regarding their participation, and for interviews/focus groups to be digitally recorded.  Staff 
were assured that participation or non-participation would not affect their employment or 
standing within the organisation. Staff work patterns meant we organised four focus groups 
with smaller numbers than hoped and one focus group was facilitated in the evening at the 
convenience of its members. We convened four single professional focus groups where 
possible to stimulate discussion with the potential for between group comparisons 
(emphasising quality rather than quantity) (Barbour, 2005).  Thus one focus group consisted 
of 4 nurses (N); one had 3 support workers (SW); one had 2 support workers (SW), and one 
had 4 activity co-ordinators (AC) and 1 housekeeper (H).  The HM was interviewed 
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separately to avoid staff feeling inhibited during their own focus groups. The interview 
questions with the HM were the same as those for the focus groups.    
Analyses 
QXDQWLWDWLYHGDWDRQUHVLGHQWV¶Tuality of life, choice, and social networks were 
subjected to non-parametric descriptive analysis using SPSS v22. Network density, the 







where D represents density (range 0±SWKHWRWDOQXPEHURIPHPEHUVRIWKHµVRFLDO 
QHWZRUN¶DQG1WKHQXPEHURIFRQWDFWVNQRZQE\HDFKPHPEHURILWVXPPHGDFURVVDOO 
members (Brugha et al., 1993, p. 124). 
Focus group interviews were transcribed verbatim and analysed using Braun and 
Clarke¶V (2006) 6 step thematic analysis process: familiarisation with the data (e.g., multiple 
reading of the transcripts); generating initial codes across the entire data set;  searching for 
themes among codes whilst gathering quotes relevant to each potential theme; reviewing 
themes by checking if the identified themes worked in relation to the coded extracts and 
entire data set defining and  naming themes; and finally writing the report.  
The raw transcribed data was independently coded and categorised by one of the 
authors. Independent checks of the initial coding were performed by three of the other authors to 
aid accuracy and reliability. All potential themes were then discussed at length between these 
four authors until agreement of themes was reached (Charmaz, 2000). Three identified 
themes (presented below) were named, which represented staff views about working in the 
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study environment. Vivid and compelling quotes were selected from the data set to represent 
the themes (Braun and Clarke, 2006). By triangulating the data sets including content 
analysis of coding mission statements and field notes from informal participant observation 
and thematic analysis of interviews, a level of data corroboration and theoretical saturation of 
the phenomena was reached with no new relevant insights emerging (Bryman, 2001). We 
acknowledge however, that caution is required when claiming saturation in any small scale 
study (See Wray et al., 2007). 
Ethical Approval and Considerations 
The research was approved by the National Research Ethics Service (NHS) (REC 
reference 14/LO/0048). All of the residents with ID lacked capacity to consent to the research 
under the Mental Capacity Act (2005) criteria and so personal and/or nominated consultees 
were identified. Data were anonymised and active dialogue with the research participants was 
maintained to avoid concerns around privacy within this small-scale case study context 
(Stake, 2003).  Feedback (which was aggregated and de-identified to protect anonymity 
within this small-scale study) was provided to LH via an accessible and interactive feedback 
session to which all participants were invited. A poster of the findings was displayed in the 
home in an accessible format. 
Results 
Resident Quality of Life 
The sample had good health related quality of life as measured by the DEMQOL-
Proxy (M = 112.44; SD = 4.47) where the range of total score was between 107 and 120.  
Individual overall quality of life ratings over the previous week ranged from fair to very good 
for all of the residents (M = 3.00; SD = 0.87).   Staff had relatively few concerns regarding 
UHVLGHQWV¶ mood, memory, or aspects of UHVLGHQWV¶day to day lives (see Tables 1, 2, & 3).  
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Insert Tables 1, 2 & 3 here 
Resident Choice 
Overall, residents appeared to have a high level of choice in their day to day living in 
terms of arrangements around meals and personal appearance, leisure activities (i.e., residents 
could express their preferences), personal possessions, household routines, and relationships 
(ie., residents had the final say) (see Table 4). Individuals seemed to have relatively little say 
however in the overall appearance of the residence (e.g., residents had no choice regarding 
communal areas), major home decisions (e.g., residents had no choice of moving home if 
they wanted to), and little to no choice in recruitment of staff or other staff issues (see Table 
4). 
Insert Table 4 here 
Social Networks  
Size, density, and network membership. 
The mean network size was 10 members (SD = 6; range 3 to 20) and network 
members were primarily staff and family. Without staffUHVLGHQWV¶ social networks were very 
small (see Figure 1). The mean density was high, ranging from 0.80 to 1.00 (M = 0.93; SD = 
0.08).  
Insert Figure 1 here 
 
Social support. 
Table 5 gives a breakdown of the types of support reported by participants showing 
whether or not they were provided by all network members. Of those contacts who did 
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provide support, staff made up the highest percentage in all support types with family carers 
as the second main providers of each support type.  
Interactional features of social networks. 
Residents were reported to have contact (i.e. having some kind of interaction such as a 
µFKDW¶ZKLFKZDVPRUHWKDQVLPSO\VD\LQJKHOORon a weekly basis with staff in the main. 
This was an expected finding given that staff were on duty somewhere in the building all the 
time. Interestingly, only 14% of weekly contacts were with other residents, suggesting that a 
daily routine of all residents sitting in one room (i.e., a characteristic of many residential/care 
homes) was not the norm at LH. Participant observation confirmed that residents spent time 
in several locations within LH.  
Staff were proportionately more likely to be regarded as residents¶µEHVW¶friends after 
family members. Whilst it was reported that over half (57%) of the total number of reciprocal 




Thematic analysis categorised staff views (i.e., opinions and views did not diverge 
significantly between different staff roles) into three overarching themes: 
 
Theme 1: Specialised unique service.  
 
Staff talked about the uniqueness of LH in relation to their previous experiences of 
working in the NHS or larger care homes:  
³,WKLQNWKDW¶VWKHWKLQJZLWKXVEHLQJDXQLTXHKRPHLVQ¶WLWLVWKDW«WKHUHLV




Care aspects that PDGH/+µXQLTXH¶could be categorised into three sub-themes. Together 
these led to a fourth - a µYDULDWLRQRQSDOOLDWLYHFDUH¶.  
(i) Holistic philosophical approach. 
Staff reported WKDW /+ RIIHUHG DQ ³holistic philosophical approach´ to care, explaining 
this was mainly due to the small number of residents which allowed more individual staff-




The µKROLVWLF¶ care at LH was described as including activities and therapies in 
addition to a range of clinical and social care:  
I like the therapies that are coming in as well, reflexology and, uh, alternative. (N) 
 
 ³WKDW FOLQLFDO DVSHFW RI WKH KRPH LV what makes us quite unique and makes the 
difference between what we do and what the [nursing] home down the road does«
wH¶UH D ORW VPDOOHU ZH KDYH D ORW PRUH VSHFLDOLVHG FDUH EHFDXVH RI WKH W\SH RI
clientele that we take on«VR , WKLQN LW¶V YHU\ GLIIHUHQW to an elderly care nursing 
home´(Manager) 
(ii) Person centred approach/individualised care. 
Staff unanimously reported that LH provided a person centred approach, 
incorporating dignity, knowing people well, and compassion/empathy, especially when 
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residents lacked communication skills. There was also a sense that staff were doing their best 
to offer choice and independence within the home right up to the end of UHVLGHQWV¶ lives: 
 
 ³«WREHWKHUHIRUWKHPDOOWKHWLPHJLYHWKHPWKHFKRLFHWKHUHVSHFWWKHdignity, if 
they want to do something. HHOSWKHPDFKLHYHLWUDWKHUWKDQ\RXNQRZµ\RXFDQ¶WGR
WKDW¶´ (SW) 
 
(iii) Informalised formal care. 
Despite the tendency of staff to use distant pronouns VXFKDVµWKHP¶µWKDWRQH¶µRXUV¶  
to refer to the residents, the focus groups highlighted a homely social environment in which 
the care context reflected supportive, family relationships:  
 ³WH¶UHDOOYHU\IRQGRIWKHUHVLGHQWVDQGZHIRUPDQDWWDFKPHQWZLWKWKHP´(N) 
³,W¶VPRUHKRPHOy than the very large care homes that you get, which do become 
quite institutionalised´ (SW) 
(iv) Variation on palliative care. 
Whereas people without ID who have a terminal illness may enter a hospice near to or 
at the end of their lives, LH recognised that this could be more difficult for people with ID 
who may cope less well with environment changes. Staff agreed that LH had developed into a 
service which embodied the µunknown time factor¶ of serious clinical conditions, with 
residents entering LH shortly after a diagnosis of terminal illness:     
³,t [LH] was initially a kind of hospice, but, um because you spend a relatively short 
period of time in a hospice, what became apparent is that people with [ID] do not 
ZDQWWREHPRYHGXPOLNH\RXRU,ZRXOG«Xmm, so, to move somebody, when they 
technically needed that hospice care MXVWGLGQ¶WZRUN6RZH«get them in a lot earlier 
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um, like when they have [a] GLDJQRVLVRIGHPHQWLDRUVRPHWKLQJWKDW¶VJRLQJWROLPLW
their life, rather than waiting right at the last minutHOLNHLQDPDLQVWUHDPKRVSLFH´
(Manager) 
 
A proportion of staff reported that they did not think LH could be strictly defined as 
an µHQG-of-OLIH¶home.  Rather, staff aimed to ensure that residents received the best quality of 
life possible ULJKWXSXQWLOµWKHODVWGD\V¶ In some cases, the care was seen as compensating 
for an LQGLYLGXDO¶Vprevious negative experiences:  
³«ZHDUHKHUHWRPDNHVXUHWKDWWKHLUODVWGD\VDUHWKHLUEHVWDQGZKLOHWKH\¶UHZLWK
us we make them as comfortable and as happy as we can...they come with such bad 
KLVWRULHVGRQ¶WWKH\",W¶VOLNH« DWOHDVWZKLOHWKH\¶UHZLWKXVZHFDQWU\DQGPDNHXS
IRUZKDWWKH\¶YHEHHQWKURXJK´(AI) 
Quality of life then was key to care provision even where death was a µpossibility¶ 
UDWKHUWKDQDµFHUWDLQW\¶:   
³I would say µgive them bit more of a normal life¶ WKDW¶VSUREDEO\WKHZURQJZRUGEXW
yeah just enjoy their lives, taking them out and about «people may think µWKH\¶YH
only got a couple of weeks left¶ ZHOOLW¶Vnot a couple of ZHHNVLQEHG«make it the 
best day ever. I know it sounds really horrible like, [but] LWVERQXVWKDWWKH\¶UHVWLll 
KHUH\RXNQRZDQG\RXWKLQNµthey might be [here at]  Christmas¶ and if they [are]  
really ill and WKH\¶UHVWLOOKHUH\RXMXVWWKLQNNHHSFDUU\LQJRQEHFDXVH\RXMXVWGRQ¶W
know´ (AI) 
Over half of the staff felt the type of service offered by LH should be more widely 
available for people with ID:  
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³There definitely needs to be more places like this. YRXFDQ¶WSXWsomebody with 
Down [syndrome] and dementia on a hospital ward where the nurses go and see them 
maybe for 3 VHFRQGVHYHU\KRXUV\RXNQRZ«.They need to have one to one when 
WKH\¶UHreally poorly. So ,GRQ¶WIHHOKRVSLWDOVDUHWKHSODFHIRUWKHP´ (AI) 
 
Theme 2: Positive organisational environment.  
This second theme related to how the home was organised and included L³supportive 
PDQDJHPHQW´ZKLFKOHGWRLL³SHUFHSWLRQVRIDSRVLWLYHMREUROH´: 
(i) Supportive management.  
Staff praised the current management style as approachable, professional, and 
responsive to the needs of staff, including a willingness to organise training:   
 ³WKH\EULQJLQH[WUDV«if you want to [do] end of life or dementia courses, you know, 
WKRVHRQHVDUHQ¶WPDQGDWRU\EXW\RXJHWWKHFKRLFHEXWyou will find that most people 
do take them up´$I) 
 ³You know, we would like challenging behaviour, um, training « and they will get it 
in for us, yoXNQRZWKH\DUHJRRGOLNHWKDW´(AI) 
 Staff views concerning the quality and necessity of good management were mirrored 
by what the manager said about their own role: 
³I needed to be somebody that knew the residents, knew the staff, had good 
communication, good liaison with other professionals, um, really had the heart of, 
um, what the whole ethos behind LH was. So the training I book now tends to be 
shaped around what the staff want, what the needs of the residents are«  ,ZRQ¶WKDYH
left any day without seeing all of the residents«WRgauge how they are that day; 
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whether they look a bit off colour, whether they look happy, whether they look sad, 
ZKHWKHUWKH\¶UHFRQFHUQHGDERXWDQ\WKLQJ´0anager) 
Staff were generally less positive when discussing the role of the service trustees, 
reporting that some trustees appeared to lack understanding of the needs of the service, and in 
some cases, the residents:   
³«VRPHWLPHV,WKLQNWKHWUXVWHHVGRQ¶WXQGHUVWDQGZKDWDFWXDOO\JRHVRQKHUH«and 
some of the trustees are people that are just names to us, you know, we know a couple 
that actually sort of come now and again but majority of them are just people´ (AI) 
(ii) A positive job role.  
Staff reported that their role was µPRUHWKDQMXVWDMRE¶, that they experienced genuine 
enjoyment and job satisfaction, and that they would, could and should go the µH[WUDPLOH¶WR
improve UHVLGHQWV¶quality of the life:  
 ³,WKLQNLW¶VUDWKHULQVSLUDWLRQDO 7KHUH¶VSOHQW\RIVWDIIZKRFRPHLQRQWKHLUGD\VRII
WRWDNHWKHPRXWDQGVWXIIDQG,GRQ¶WWKLQN\RX¶GVHHWKDWDnywhere else´ (AI) 
There were tensions within the team. Nurses generally reported more pressure in 
terms of their clinical responsibility compared to that expressed by support staff. In 




DSSRLQWPHQWZHFDQ¶WDFWXDOO\HVFRUWWKHP. It would be a support worker that does 
that, and so obviously you rely on the feedback from the support worker«they 
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[support workers]  actually get quite anxious about going as well sometimes, worried 
about it´ (N) 
Theme 3: Unpredictable emotional challenges. 
Staff also reported challenging aspects of their roles including working with LH 
residents who were experiencing a deterioration of skills and emotional distress:  
³The randomness of the situations [laughs]  ...we have one particular lady [with 
dementia] who constantly wants to go out. 6KHGRHVQ¶WUHPHPEHUVKH¶VDOUHDG\EHHQ
RXWHDUOLHULQWKHGD\´ (SW) 
Activity instructors and support staff identified being challenged by the emotional 
impact of death. Despite their sadness, some staff were able to find positive aspects regarding 
their role in supporting a person physically and emotionally who was dying:  
³Privilege is a complete and utter perfect word for it, [to be with someone when they 
GLH@´ (SW) 
 ³,WKLQN,¶YHEHHQVWUXJJling with that [death] a bit ODWHO\DQG«,W¶VDOPRVWOLNH
EXLOGLQJXS\RXURZQUHVLOLHQFH>WRGHDWK@LVQ¶WLW´ (AI) 
The Costs of Supporting LH Residents 
The comprehensive costs of supporting LH residents include those accruing both 
within LH and for services provided off-site. The costs shown below approximate their long-
run marginal opportunity value are expressed at 2013 prices, in line with the available 
expenditure accounts for LH.  
The costs of care within LH.  
To estimate the cost per resident year at LH, information from the available 
expenditure accounts (December 2012 to November 2013), the manager interview, and the 
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Chair of Trustees were combined with occupancy data for the same period. At 2013 prices, 
the total costs of providing on-site support were £837,438 per annum. This includes the costs 
of resident care, administration and management, governance and fund-raising, as well as the 
annuitized value of buildings, vehicles and equipment. There was an overall occupancy rate 
of 80% (n =  12 residents) over the year, therefore the average on-site cost per resident per 
year was £69,786, or £1,342 per week (i.e., 52 weeks). There has been no previous cost 
estimates for the type of service LH provides. Curtis (2013) reports the costs of a staffed 
home for people with learning disabilities to be between £906 and £1,186 per resident week. 
Costs associated with LH trustee and volunteer time. 
To help ensure good governance, the organisation providing LH had two patrons, ten 
Trustees and a Trustee Chair, two special advisors and six vice-presidents. Some provided 
help on-site (i.e., 18 hours each week) and others attended Trustee¶s Meetings or helped raise 
additional funds. Many local groups supported /+ZLWKGRQDWLRQVµLQNLQG¶Three volunteers 
also worked a couple of hours each per week. Staff often took residents for trips during their 
own time and while the manager reported that this really benefited residents, she could not 
quantify the resulting additional staff hours. Similarly, no cost could be estimated for time 
family and friends spent at LH.   
While none of these people were reimbursed for their LH-related time, an 
µRSSRUWXQLW\FRVW¶could be estimated, recognising that they were foregoing extra work hours 
or leisure activities. Table 6 lists the approximate number of hours they spent at LH and the 
cost of this time when valued at the minimum wage (i.e., £6.31 from April 2013). For 
example, the manager met with the Trustee Chair every week for approximately an hour; 52 
hours per annum were valued at £328.12 (first row, Table 6).  
Insert Table 6 here 
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Whilst a total of £9,200 per year does not represent the full costs of involving the 
VSHFLILFSHUVRQQHODVWUXVWHHVRUWKHORVVRIWKHLUµSURGXFWLYHWLPH¶Wo GDP, the calculation 
recognises that volunteer inputs carry a cost ± HYHQLIWKDWLQSXWLVµIUHH¶WR/H.  
Costs associated with use of off-site services. 
Table 7 shows the input to LH from the local health and social care services and the 
cost over a year.  
Insert Table 7 here 
Inpatient hospital care was rarely used but carried a high unit cost of over £3,000 per 
episode (i.e., penultimate column). By contrast, some commonly used services, such as the 
GP or the community therapists, had a relatively low total cost per year, despite higher 
frequency of contact. Hospital outpatient services were the most frequently used service and 
the foot practitioner saw each person monthly. The only community-based social care service 
visiting LH was UHVLGHQW¶Vcare managers. 
The cost of all off-site service inputs to LH over a typical year were £32,763 (Table 
3), LH had operated at full occupancy over the previous year and thus the average cost per 
person is an additional £2,227 per year. 
The total cost of support at LH. 
Table 8 summarises the total costs of care at LH, including accommodation and hotel 
costs, on-site nursing and support staff, trustee and volunteer time and use of off-site services: 
£73,883 per resident year, or £1,420 per resident week. 





Whilst single case studies are critiqued for their lack of generalisability (Sarantakos, 
2005), Yin (2014) highlights how they can act as an exploratory tool. This in-depth 
exploration of a single service illuminated how its philosophy and practice shaped the family-
type culture and how resources were used to provide care. Government policy (DoH , 2001) 
clearly states WKDWSHRSOHZLWK,'PD\EHµmisplaced in ROGHUSHRSOH¶VKRPHVOLYLQJDORQJVLGH
PXFKROGHUDQGPRUHLQFDSDFLWDWHGSHRSOH¶. Thompson et al.,¶V (2004) investigation of the 
circumstances of those who reside in generic services for older people in the UK found that 
out of 2,570 residential and nursing homes sampled, 215 people with ID were living in 150 
homes, where staff were unlikely to be trained in caring for them. There are 19,770 care 
homes in the UK, thus there may be at least 20,000 people with ID in care homes (see 
www.oscar-research.co.uk) which do not offer specialist care for those with terminal illnesses 
or end-of-life care. LH appears to offer a solution to this gap in service provision, not least 
because the positive results for resident QoL and choice are markedly different from findings 
in studies of older people with ID living in ordinary residential/nursing homes (Nikmat et al., 
2015). In Nikmat et al.,¶VVWXG\RIolder people with dementia, those who were living at 
home experienced higher QoL, activities of daily living, and social connectedness compared 
with those living in institutional care. Moreover, unlike some residences (Cook et al., 2014) 
/+DSSHDUHGWRRSHUDWHLQDJHQXLQHO\µKRPHO\¶ fashion, with very few limits and routines 
placed on residents, in a manner consistent with social identity research (Monteleone & 
Forrester-Jones, 2017). However, while the pattern of /+UHVLGHQWV¶social support was very 
similar to that found in other studies of people with ID (Forrester-Jones et al., 2006; White 
and Forrester-Jones, 2017) their mean network size was very small. There is more work to be 
done here to facilitate this aspect of individuals¶ lives.  
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Whilst there is growing knowledge regarding care home practices for those who are 
ageing, end-of-life care is more complex and less well understood (Hunter & Levett-Jones, 
2010; Hasson & Arnetz, 2011). We also know that care home staff have a range of 
understandings and experiences of what is involved in caring for people who are dying, that 
they often underestimate end-of-life care requirements, and report varying levels of 
confidence about providing that support (Ryan et al., 2011). Our study found that in general, 
LH staff felt supported by management to provide end-of-life care in a sensitive way.  They 
were honest about their stress and sadness associated with end-of-life care, but were broadly 
positive, using ZRUGVVXFKDVµSULYLOHJH¶, corroborating previous studies (Wiese et al., 2012).  
Costs 
By WDNLQJFDUHIXODFFRXQWRIDOOUHVRXUFHVµFRQVXPHG¶LQsituations where residents¶ 
quality of life is shown to be good, the costs of replicating good quality care become clear. In 
this study, we have included the costs of the physical space, the day activity service, the staff 
team (i.e., including volunteers), the leadership and management input, as well as access to 
off-site services. The average cost per resident week was £1,420, 94% of which covered 
accommodation and support provided at LH. At around £1,750 per week, placement fees paid 
by the local health trusts and social services departments were slightly higher than the 
estimated cost. In part, this is due to the differences between usual accounting practices and 
the cost estimation process used here, which is informed by economic theory. In part, this gap 
also represents good financial management by a small voluntary sector organisation that has 
QRODUJHµFXVKLRQ¶RIIXQGVRn which to rely during periods of lower occupancy: when beds 
are empty, there is no income. Moreover, as placement consistency is closely linked to 
improved quality of life, so to ensure the continued existence of the service, it is important 
that the organisation can meet short-term financial commitments and that there is a fund to 
carry the service over lean times. On its own, cost information should never drive policy or 
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provision - interest should lie in what can be achieved with those resources by way of quality 
RIFDUHDQGWKHUHVLGHQWV¶TXDOLW\RIOLIHrather than how much the service costs.  
Limitations 
The study was too small for the results to be generalisable but this was not the 
purpose of the research. The service itself is unusual ± possibly the only one of its kind in the 
UK ± in that it provides continuing and end-of-life care for a small but increasing population 
of older people with ID who are terminally ill.  The single case study design was intended to 
JDLQLQVLJKWVLQWRWKLVµSDUWLFXODUSKHQRPHQRQ¶0RUHVSHFLILFDOO\WKHUHVHDUFKDLPHGWRILQG
out whether this care model provided a positive environment for the people who live and 
work there, and at what cost. Data concerning individuals with ID was collected via staff 
interviews and this invariably poses questions around data reliability. We interviewed 2 staff 
members (i.e., 1 support worker, 1 activity instructor) in order to help reduce proxy bias. 
Whilst the question of whether such methods ever truly represent the position of the person 
about whom the proxy is reporting we asked interviewees to provide WKHLUµRSLQLRQ¶RIZKDW
the resident with ID would say if they did have capacity to guard against staff simply giving 
their own answers about residents¶ experiences. Despite the inherent difficulties with such 
methods, it is important to include participants who lack capacity in research otherwise their 
situations will never be reported.  
Although the data collection methods had the full support of the management and 
leadership team, we could not collect information on all residents. Consultee assent could 
only be obtained for 9 of the 15 residents, but they had lived at LH for between 5 months and 
four years so represented a good range of resident experiences. Staff were randomly selected 
to be invited to participate and the researchers did not observe anything at LH to lead them to 





Whilst the philosophical debates DURXQGµVSHFLDOLVW¶ care will continue, this study has 
indicated that there may be an argument for the type of service described here in order to fill 
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5HVLGHQWV¶ mood over the previous seven days (n=9) 
  Min Max M SD 
Cheerful*  2 4 2.89 .60 
Worried/Anxious**  2 4 3.00 .87 
Frustrated**  2 4 3.44 .88 
Full of energy*  1 4 2.00 1.32 
Sad**  3 4 3.89 .33 
Content*  2 4 3.11 .78 
Distressed**  2 4 3.22 .83 
Lively*  1 4 1.89 1.05 
Irritable**  1 4 3.33 1.00 
Fed-up**  3 4 3.67 .50 
That he/she has things 
to look forward to*  1 4 2.22 1.30 
  
    
*1 =  Not at all; 2 = A little; 3 =  Quite a bit; 4= A lot 







5HVLGHQWV¶PHPRU\RYHUWKHSUHYLRXVVHYHQGD\Vn = 9) 
 Min Max Mean SD 
His/her memory in general? 4 4 4.00 .000 
Forgetting things that 
happened a long time ago? 4 4 4.00 .000 
Forgetting things that 
happened recently? 4 4 4.00 .000 
Forgetting people's names? 4 4 4.00 .000 
Forgetting where he/she is? 3 4 3.89 .333 
Forgetting what day it is? 4 4 4.00 .000 
His/her thoughts being 
muddled? 3 4 3.89 .333 
Difficulty making 
decisions? 4 4 4.00 .000 
Difficulty making 
him/herself understood? 2 4 3.67 .707 
     







5HVLGHQWV¶DVSHFWVRIWKHLUHYHU\GD\OLYHVn = 9) 
 Min Max Mean SD 
Keeping him/herself clean? 2 4 3.78 .667 
Keeping him/herself looking nice? 2 4 3.11 .928 
Getting what he/she wants from the shops? 1 4 3.56 1.014 
Using money to pay for things? 4 4 4.00 .000 
Looking after his/her finances? 4 4 4.00 .000 
Things takings longer than they used to? 3 4 3.78 .441 
Getting in touch with people? 3 4 3.78 .441 
Not having enough company? 3 4 3.89 .333 
Not being able to help other people? 3 4 3.89 .333 
Not being able to play a useful part in things 3 4 3.78 .441 
His/her physical health? 3 4 3.78 .441 
     







Resident Choice Scale*  
   
 
    
 









Meals     
Time of evening meal 2 4 3.67 0.71 
Content of evening meal 2 4 3.67 0.71 
Where they eat 1 4 3.44 1.13 
Household Appearance/ 
Possessions 
    
Furnishings in the home 1 4 1.78 1.09 
Furnishings in the 
bedroom 
4 4 4.00 0.00 
Personal possessions 4 4 4.00 0.00 
Keeping Pets 1 3 1.78 0.97 
Personal Appearance     
Clothes they purchase 2 4 3.78 0.67 
Clothes they wear each 
day 
2 4 3.78 0.67 
Haircut 3 4 3.78 0.44 
Major Home Decisions     
Who they live with 1 1 1.00 0.00 
Where they live 1 3 1.89 1.05 
Moving home in the future 1 4 1.33 1.00 
Household Routines     
Time they go to bed 4 4 4.00 0.00 
Time spent in bathroom 4 4 4.00 0.00 
Access to a private area 4 4 4.00 0.00 
Household routines 1 4 2.11 1.27 
Leisure and 
Relationships 
    
Activities in residence 3 4 3.89 0.33 
Intimate relationships 4 4 4.00 0.00 
Going out 2 4 3.22 0.83 
Holidays 1 4 3.11 1.05 
Staffing Issues     
Recruitment of Staff 1 3 2.22 0.83 
Staff Performance Review 1 2 1.11 0.33 
Firing of unsuitable Staff 1 2 1.22 0.44 
Employment/Daytime 
Activity 
    
Employment 1 1 1.00 0.00 
Activities Centre 3 4 3.89 0.33 
*1= residents have no choice, 2=residents have little choice, 3=residents can express 
preferences, 4=residents have final say.  
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Table 5  
Social support and interactional behaviours provided by network members 






Partner/spouse Family Total 
Personal 0  2 (6) 0  0  0  0  5 (16) 31 
Domestic 1 (3) 31 (79) 0 0 0 0 7 (18) 39 
Material 1 (2) 36 (59) 5 (8) 0 0 0 19 (31) 61 
Decisions 0 40 (64) 4 (6) 0 1 (2) 0 17 (27) 62 
Confiding 0 11 (52) 3 (14) 0 0 0 7 (33) 21 
Companionship 7 (10) 33 (46) 2 (3) 2 (3) 2 (3) 2 (3) 23 (32) 71 
Invisible 8 (10) 38 (47) 8 (10) 2 (2) 2 (2) 1 (1) 22 (27) 81 
Critical 8 (20) 22 (56) 0 0 1 (2) 1 (2) 7 (18) 39 
Interactional 
behaviours 
        
Reciprocity 3 (11) 6 (23) 0 0 0 2 (8) 15 (57) 26 
Frequency         
Duration         
<1 years 8 (14) 38 (67) 6 (10) 2 (3) 2 (3) 1 (2) 0 57 
>1 year 1 (3) 2 (7) 2 (7) 0 0 1 (3) 24 (80) 30 
Closeness         
(very close/best 
friend) 
9 (11) 37 (47) 4 (5) 2 (2) 1 (1) 2 (2) 24 (30) 79 
Feelings about 
relationship 
        
(best) 1 (5) 7 (35) 0 0 0 1 (5) 11 (55) 20 
(good) 4 (9) 26 (56) 1 (2) 2 (4) 1 (2) 1 (2) 11 (24) 46 
(neutral) 4 (21) 5 (26) 7 (37) 0 1 (5) 0 2 (10) 19 
(bad) 0 2 (100) 0 0 0 0 0 2 
 
Key: Values are given as n (%). *Staff includes key worker and ex-staff 
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Table 6   
Trustee and volunteer time and estimated costs 
Activity Time  Total hours 
pa  
Cost 
Weekly meeting  Trustee Chair, 1.0 hours per week 52 hours pa £328 
Regular attendance at Trustee 
meetings 
Eight members, 2.5 hours every 2 
months 
120 hours pa £757 
Annual meeting 15 members, 2.5 hours per annum 37.5 hours pa £237 
Regular trustee presence on-site Three members, 6 hours per week 936 hours pa £5,906 
Volunteer time 3 people, 2 hours per week 312 hours pa £1,969 
Additional staff time Impossible to identify these hours 
so we cannot estimate a value Not available £0 
Donations in kind Impossible to quantify Not available £0 
Total cost per year  £9,197 
Average cost per resident (n=15) per year  £613 
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Table 7  
Additional off-site support services used by residents and their associated costs 
Service Use   Calculation Cost 
Hospital inpatient  Short stays 4-5 times a year, usually for general health issues and travelling to 
hospital by ambulance as an emergency.  
(£3,283+£177)*4.5 £15,570 
Hospital outpatient clinics Used 4-5 times a month, for general health, psychiatric and psychology services, 
and the wheelchair clinic  
£135*4.5*12  £7,290 
Accident and Emergency Dept. Staff members take residents to A&E; this happens once or twice a year  £117*1.5  £176 
General practitioner Visits once a week, staying for 15 minutes; unit cost includes travel  £218/4*52 £2,834 
Dentist Residents have a six-monthly check-up, mostly at LH £18*15*2 £540 
Optician  Visits every 6 months for  annual sight tests, staying for about 2 hours  £29.90*15 £449 
Physiotherapist, occupational 
or speech & language therapist  
Community-based therapists visit around twice a month staying 1-3 hours to 
assess or treat residents; assumes 30 minutes travel 
£30*2.5*12*2 £1,800 
Foot practitioner /reflexologist Every two weeks for 4.5 hours; assumes 30 minutes travel £30*5*12*2 £3,600 
Dietician  When advised by HEN team. Around twice a year for an hour; assumes 30 
minutes travel 
£30*1.5*2 £90 
Community nurses Visits once every 3 months to attend WRDUHVLGHQW¶VDGGLWLRQDOKHDOWKQHHGV
assumes a 30-minute visit, plus 30 minutes travel 
£42*1*4 £168 
Home Enteral Nutrition (HEN) 
team member 
Visits once every 6 months for an hour to assess or check residents who are fed 
this way; assumes 30 minutes travel 
£42*1.5*2 £126 
Care managers Visits once a year per resident for their annual review, generally for 1-3 hours, 
assumes one hour travel 
£40*3*1 £120 
 Total per annum £32,763 
 Average cost per resident (n=15) per annum £2,184 
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Table 8   
Average total cost of residence at Leesdown House 
Cost component Total cost p.a. Cost per resident p.a. 
On-site costs £1,046,7901 £69,786 
5HVLGHQWV¶SHUVRQDOPRQH\ £19,500 £1,300 
Trustee and volunteer time £9,197 £613 
Off-site services £32,763 £2,184 
Total £1,108,250 £73,883 
1. Adjusted to reflect 100% occupancy 
 
 
Figure 1. Social network membership 
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